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 CJD Incidents Panel (2000 to 2013) 

o Assessed and advised on individual incidents to reduce risk of transmission 

o Documented risk assessments, decisions and precedents 

o Created a framework for incident management 

 Referral of unusual neurological cases to national surveillance system  [3,4] 

 Systems for tracking and tracing surgical instruments to patients [5] 

 Standard guidance for risk assessment & management of CJD incidents [6]  

Box 1. National  measures that improved reporting, follow-up & management of CJD  

            surgical incidents in England. 

Figure 2.  Number of probable/definite CJD diagnoses – 1) reported*  

2) investigated by the CJDIP 3) recorded on HPZone by year. England.  

Around 100 new diagnoses of CJD are made each year in England.  An estimated 80% of these 

patients will have had surgery in the past, some including tissues considered infective for CJD [1].  

Public health follow-up aims to identify these surgical incidents and take action to reduce the risk of 

iatrogenic transmission. 

From 2013, the CJDIP was dissolved and incident management was devolved to local teams.  To 

support this public health guidance was produced, following the precedents that had been 

established, and the CJD module in PHE’s national case and outbreak management system 

(HPZone) was updated to reflect the new arrangement. Meanwhile, communication between the 

national surveillance system and local public health teams about new diagnoses to facilitate public 

health follow-up was simplified and strengthened.   

We used the detailed data collected by the CJDIP for each reported incident before 2013 and 

reports from HPZone from 2013 to take stock of 16 years of public health follow-up for CJD surgical 

incidents.  

Between 2000 and 2013, 321 reports of surgery following clinical suspicion or diagnosis of CJD in 

England, were reviewed by the CJDIP, approximately 30% of CJD diagnoses during the period.  

Figure 1 shows the key elements considered during the risk assessment of these incidents.  Most 

reports (66%) concerned patients with a diagnosis of sporadic CJD followed by variant CJD (12%) 

and genetic CJD (6%). A CJD diagnosis was ruled out or considered unlikely in 12% of reports.   

Over 900 surgical procedures were documented for these incidents.  The median number of 

surgical procedures per patient was two (range 1 to 17) almost all of which involved low risk tissues 

for CJD infectivity.  In 18 instances surgery involved potentially infective tissues and traceable 

patients, who were notified.  Twelve of these incidents, concerned cataract operations which were 

later reclassified as low risk. A further 18 incidents, might have led to patient notifications, but lack 

of instrument traceability meant a detailed risk assessment could not be done, and exposed 

patients could not be identified with certainty. Most (88%) of untraceable records were from 2003 

or earlier.  

From 2013 to 2016, after the dissolution of the CJDIP, 419 records relating to CJD case 

management were logged on HPZone, 332 of these were in relation probable or confirmed CJD, 

aligning to 88% of CJD diagnoses during the period.  Over 90% of these diagnoses were 

recorded as sporadic CJD, reflecting both the decline in variant CJD by this time and the 

continuing gradual  rise in sporadic CJD diagnoses. The median time from logging to closing the 

public health investigation was 1.7 months. Since 2013, three surgical incidents have led to 

notification of surgical contacts.  

The majority of surgical histories investigated relate to a diagnosis 

of sporadic CJD. Previous surgery is common among these 

patients, including very recent surgery in some cases. The 

frequency and type of surgery are typical for the age group [1].  

Most procedures involve low infectivity/low risk tissues. 

 

The occurrence of higher risk surgical incidents has been and 

remains infrequent. The individual circumstances surrounding each 

incident of this type are unique and can be complex. These 

investigations can take many months to complete. Several 

instrument sets may have been involved and where the surgery 

has taken place several years ago, records have sometimes been 

unreliable or kept as paper files, making the searching extremely 

laborious. However, establishing the details accurately is essential 

before informing individuals that they may have been exposed to a 

risk of CJD transmission.  

 

Improvements in record keeping, instrument tracking and tracing, 

and communications between the surveillance system and local 

public health teams all assist the process of public health follow-up 

to investigate surgical histories of patients diagnosed with CJD. 

 Systematic follow-up of new CJD diagnoses to identify past 

surgical procedures remains a cornerstone of the public health 

action to reduce the risk of healthcare related transmission of 

CJD. 

 Management of surgical incidents has developed alongside 

changes in decontamination practice, infection control and 

surgical instrument traceability. 

Figure 1 was created using SankeyMATIC 
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 Title and authors  
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Draw a rough sketch of your planned layout first to better visualise where 

the components of your poster should be placed.  

 

Posters need to be readable from distances of approximately three feet 

(one metre) or more, so ideally use a body text size of 20 point or greater.  

 

Keep your text to a minimum. Your emphasis should be on graphics, 

charts, graphs and photos. Your poster should aim to stimulate discussion, 

not give a long presentation.  

 

A box around an area of interest, such as Results, can both highlight that 

section and also help to show the reading flow of the poster.  

Delete this section and all unused templates  

before sending your poster to print 
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The poster template shows an example layout. You may only require 

some of these elements. Delete anything that you don’t require, and 

change the text of the headers as appropriate.  

 

The PHE logo must remain top left of the poster header. It is currently 

grouped with the header bar in the correct location. Do not distort the logo 

in any way and do not place any text or other logos close to it. The text is 

all ranged left in the title bar, this is the PHE style. 

 

Please use Arial font for all type, and only use colours from the PHE 

branding palette (although you may use different colours for graphs). 

The PHE colours are shown below, along with 2 lighter tints of each. 

 

You can colour boxes within the poster by using the paintbrush tool 

(in PowerPoint 2007 and later), which can be found on the Standard 

toolbar. Click on one of the swatches below, click on the paintbrush tool 

then click on the element that you want to change the colour of. 

 

If you need to change the shape of the poster: Click on the top header 

and ungroup it. Click on the logo and press ctrl-x. Resize the poster. Press 

ctrl-v to paste the logo back in the correct proportions. Make sure that it is 

repositioned with plenty of clear space around it, for guidance see the 

original placement. 

Includes 36  incidents where the initial diagnosis status is not recorded 

(H) high (M) medium (L) low infectivity tissues.  

¥ lymphoid tissues are medium infectivity for variant CJD and low infectivity for other types 

‡ Only one incident involved CNS spinal tissues  

(d) Surgical contacts subsequently “denotified” 

§Incidents where surgical contacts would be notified but instruments and/or patients were untraceable 

Synthesis/Outcome Tissues involved Diagnosis status CJD type 
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probable/confirmed CJD, by year of death* (Source: NCJDRSU)

CJD surgical incidents reported to the CJDIP

HPZone records (dashed line indicates partial year)

Since 2000, the surgical history of patients diagnosed with CJD has been reviewed and the 

transmission risk of invasive procedures assessed.  This considers the type of CJD, type of 

procedure, the infectivity of the tissues involved and time elapsed between the surgery and point at 

which CJD is suspected or diagnosed.  The follow-up identifies 1) potentially contaminated 

instruments and 2) exposed surgical contacts.  The risk assessment determines whether 

instruments should be quarantined or destroyed and whether informing exposed surgical contacts 

is advised.  

Between 2000 and 2013 advice on assessment and management of surgical incidents was 

provided on a case by case basis by the CJD Incidents Panel (CJDIP).  During this period, a 

number of precedents were established that enabled a consistent approach to incident 

management to be developed.  This was recorded in a framework document.  Risk assessments 

underpinning the Panel’s advice were reviewed when new evidence became available.  For 

example, when anterior eye tissues were reclassified in two stages to medium-low and then lower 

infectivity tissues in 2006 and 2009 [2].  

In addition, formal communications to the health service have encouraged complete reporting of 

suspected diagnoses of CJD to the national surveillance system and for hospitals to have systems 

in place to enable the tracing of surgical instrument sets to patients on whom they have been used 

(box 1).  

In parallel the development and maintenance of infection 

prevention and control guidance, single use instruments where 

appropriate and improved standards for cleaning and 

decontamination of re-usable instruments aim to minimise the risks 

of transmission of CJD in healthcare settings.  

Long-term follow-up of surgical contacts since 2000 has not 

identified any associated development of CJD to date.   


